Aim and Objectives: To increase the understanding of next of kin's life situation in the context of supporting persons who are long term ill, disabled and/or older by describing their experienced burden and quality of life and also the relationship between QoL, burden and socioeconomic variables. Methods: Cross-sectional, descriptive and correlative design. Eighty-four next of kin answered two questionnaires: the Caregiver Burden Scale and the Subjective Quality of Life. Results: Next of kin experienced a high burden in their life situation although they, at the same time, experienced a good quality of life. In the results gender differences were found. Females next of kin to a higher extent were disappointed, more emotionally involved, and they also estimated their economic situation as more unsatisfactory than the males next of kin. Conclusion: Healthcare personnel meet next of kin, persons in need of care, within all healthcare and social care in society. Therefore it is important to have a general knowledge and ability to understand the next of kin's life situation, thus making it possible to focus the nursing interventions on individual support regardless of the care receiver's diagnosis.
Introduction
Over the next fifty years the care needs will increase in most parts of the world due to changes in fertility and life expectancy, combined with changes in the number of persons with severe chronic illnesses, disabilities and/or older age. At the same time, the number of adults who are economically active or available to fulfil care-giving roles will change, and in some countries it will decrease. Though families will continue to play a central role, countries must ensure that resources are available to address the growing needs [1] .
In the United States, 29% of the population provide care to someone who is ill, disabled or older [2] ; in England 12% of people aged 16 or over are giving care to an ill, disabled or older person [3] . Sweden has a population of nine million people of which 18% aged 18 and over give care to a person with long term illness, disabilities and/or are older. At least 900,000 of these are of working age [4] . In the present study, next of kin refers to the person that is giving informal care to the care receiver, and they do not need to be blood relatives.
Background
A long-term illness or disability affects not only the person in need of care, but also his/her next of kin. The ill, disabled and/or older persons are increasingly living in their homes today and next of kin's commitment is also increasing [5] . Being a next of kin can be experienced as both positive and negative. The next of kin may experience burden and lack of freedom but simultaneously feel satisfaction and joy. The negative and positive experiences are not mutually exclusive [6] . To most people, giving care to another person is self-evident. It may be seen as a valuable part of being human [7] .
The next of kin do not belong to the formal healthcare organization, and does not possess any education or, in general, no economical compensation for the care [8] . The next of kin's own support from the healthcare system, to make them cope in their informal caring role, may be invisible or visible. The invisible caregiving means the qualitative dimensions and relationships between the parts as, for example, the next of kin feels secure that the care receiver gets a good treatment from the personnel in the healthcare or that the next of kin feels confirmed in the meeting with the personnel. Visible support refers to the support that facilitates for the next of kin; for example, economical support or day-care for the care receiver [9] .
A distinction can be made between two types of next of kin: those who perceive the care as a voluntary act of compassion and those who find the care generally considered as an unavoidable obligation. Whether the next of kin feel they have a choice to be caregivers or not, it is relevant if they perceive a burden in providing care or not [10] .
During the last few years, several studies have been published regarding next of kin's strain, due to giving care to a care receiver. The studies mostly focused on giving care to persons with a specific diagnosis [11] - [16] , and examples of this are given below. For instance, giving care to adult children with acquired brain injury could be experienced as extremely stressful. When the child is diagnosed, feelings of stress about the cause of the acquired brain injury may arise, and the planning for long-term accommodation for their child can be experienced as stressful [11] . Another example is that spouses, parents or siblings who were caregivers to persons with traumatic brain injury perceived less burden and depression when they had a strong social and family life [12] . All next of kin of persons with Huntington's disease reported multiple aspects of emotional distress. Being a next of kin was described as experiencing disintegration of one's life. Spouses were distressed by the loss of the relationship with their spouse as an intimate partner [13] . Next of kin to young adults with multiple sclerosis experienced caregiver burden, i.e., physical, psychological, emotional, social, and economic stressors. Next of kin who experience burden are at higher risk of depression and lower quality of life [14] . Next of kin to older persons with stroke have a complex life situation with negative effects on their perceived quality of life and psychosocial well-being [15] . Another study focused on next of kin's care of older persons with cognitive disabilities such as dementia; all next of kin felt a heavy burden, and they expressed anger, worry, weariness, guilt, distress and isolation. The quality of the relationship preceding the onset of dementia had a bearing on the next of kin's situation [16] .
Burden as a Concept
Burden, as a research construct, was developed by Zarit et al. [17] for next of kin of persons with dementia. Next of kin's burden is defined as the extent to which next of kin perceived their emotional or physical health, social life and economic status to be negatively affected as a result of caring for the care receiver. Next of kin who experienced burden expressed feelings of being isolated, angry, and anxious, and they were more likely to have a risk of depression and a lower quality of life [17] . There is a distinction between objective and subjective burden. Objective burden, physical work of caregiving, is defined as the extent of interferences or changes in different aspects of the next of kin's life and household. Subjective burden is defined as the next of kin's atti-tudes for or against emotional reactions to the caregiving experience, as worries, anxiety and frustration [18] [19].
Quality of Life as a Concept
The concept of QoL is well established, both in health sciences and social sciences, but there is no consensus about what the nature of the concept of QoL means [20] . The meaning of QoL depends on the context in which it is used; the theoretical perspective means different things to different people [21] . A distinction is made between QoL and a health-related quality of life (HRQoL), where the latter is a concept that includes aspects which are influenced by disease [20] . The QoL elucidates this as an equivalent to "well-being", a psychological and emotional term, and associated with the experiences of individuals. A person experiences a high QoL when the person is active, has good interpersonal relations, and has self-esteem and a basic mood of happiness [22] .
Rationale for This Study
As the next of kin appear to be a heterogeneous group, with different needs and experiences of being a next of kin, it is of importance for healthcare personnel to have a general knowledge and ability to understand the next of kin's life situation, regardless of the care receiver's diagnosis, as they meet next of kin to persons in need of care within all healthcare and social care in society. Earlier research has mostly focused on caregiving of next of kin to persons with specific diagnoses. Therefore there is a need to increase the understanding of next of kin's life situation and burden, without the next of kin's experiences being related to the care receiver's specific diagnosis. The aim of the present study was to describe next of kin's experienced burden and QoL, and the relationship between QoL, burden and socioeconomic variables.
Method

Design
The study had a quantitative approach, with a descriptive and correlative design, which was part of a cross-sectional research project, consisting of four questionnaires. In the present study, two of the four questionnaires were included. The two questionnaires, not included in this study were a questionnaire on Chronic Sorrow and a questionnaire regarding satisfaction in the informal caregiving, working methods and attitudes.
The research project was approved by the regional Ethical Review Board in Sweden (dnr 2011/009).
Participants
A pilot study, including two next of kin, was made to test the time required and if there was any difficulty to complete the questionnaires. The next of kin had no difficulties to fill in the questionnaires; it took them about 30 -40 minutes to complete. There was a broad nationwide recruitment of next of kin to the present study. Nationwide in Sweden, three general associations for next of kin and 29 associations directed to a specific diagnosis were contacted by mail or telephone, inquiring if they were willing to give brief information to their members about the present study to help with the recruitment of respondents. Nineteen associations were willing to publish study information on their websites, in monthly journals, newsletters, Blogs or Facebook pages, and gave information in person at their meetings. The superscription of the published study information was; "To next of kin to a person in need of care". The information also described that the aim of the study was to increase understanding of the next of kin's life situation in the context of giving support to a person who is long term ill, disabled and/or older. The inclusion criterion was to be a self-identified next of kin to a long term ill, disabled and/or older person in need of care. There were no restrictions about who could or could not be the next of kin; it did not have to be a blood relative. There were no restrictions about the care receiver's age, gender or diagnosis, nor the intensity and duration of the next of kin's caregiving. The next of kin who responded (n = 111) and were interested to participate in the study had care receivers with somatic and/or mental illnesses. There was no possibility to identify from which association each respondent had received information regarding the study. These respondents received more detailed written information about the study, an informed consent form, the four questionnaires and a prepaid envelope for their return, sent by post. Eighty-four next of kin completed the questionnaires and returned them together with the signed informed consent to the first author, giving a response rate of 76%. Of these 84, eight next of kin answered after one reminder, and six next of kin answered after two reminders, sent out with approximately two weeks in between. Data collection took place from June 2012 to December 2012. Data was also collected with the questionnaires Caregiver Burden Scale (CB Scale) [23] , and the Subjective Estimation of Quality of Life (SQoL) [24] [25], presented below.
Data Collection
Caregiver Burden Scale
Elmståhl et al. [23] developed the CB Scale to assess the subjective burden in next of kin who care for another person, modified from a scale designed by Oremark [26] . The CB Scale is not disease specific, has been used in a different context, and is tested on families of patient groups [19] [23]. The CB Scale showed good construct validity and test-retest stability [23] . The questionnaire consists of five dimensions in which the items are summarized to get a total score for each dimension: General strain (8 items), Isolation (3 items), Disappointment (5 items), Emotional involvement (3 items), and Environment (3 items). The items have scores from 1 (Not At All) to 4 (Often). A higher score indicates a greater burden. The internal consistency in the present study was analysed with Cronbach's alpha and was acceptable for the dimensions General strain (0.85), Disappointment (0.74) and Emotional involvement (0.74). However, Cronbach's alpha was lower for the dimensions Environment (0.63) and Isolation (0.60). Coefficients in the vicinity of 0.70 may be adequate, especially for subscales, and coefficients of 0.80 or greater are highly desirable [27] . Kajandi [24] developed the SQoL on the basis of Naess' [22] theoretical model. The questionnaire is intended both for healthy populations and for different diagnostic patient groups, adults and adolescents, making comparisons between different groups possible. The SQoL has been used in several previous studies concerning healthy groups: nursing students and people looking for work [24] [25] . The SQoL involves three dimensions with 18 items in total. The respondents evaluated the degree of satisfaction in his/her current life situation for each of these 18 items. The questionnaire has a scale with nine values (1, 1.5, 2, 2.5…), where five is the most positive rating. The dimension External life conditions consist of three items, concerning housing quality, work/ occupation quality, and personal economy, giving a total score from 3 to 15. The dimension Interpersonal relationships has five items concerning relationship to partner, relationship to friends, relationship to mother, relationship to father, and relationship to one's own children, giving a total score from 5 to 25. The third dimension, Internal psychological states, consists of nine items: engagement, energy, self-actualization, freedom, selfassuredness, self-acceptance, emotional experiences, security, and general mood, giving scores from 9 to 45. In order to see how the different items relate to the assessment of the totality, the last item is a general estimation of Quality of Life as a whole, giving a total score from 1 to 5. Four of the items involve mutually exclusive alternative answers: Work/occupation quality (Have no work or meaningful occupation), Relationship to partner (Have no partner), Relationship to friends (Have no friends) and Relationship to one's own children (Have no children). Thus, a given score on one alternative excludes scoring on the other [25] . The instrument was chosen because of its acceptable stability and internal consistency, its theoretical perspective and its applicability to the next of kin. The internal consistency in the present study was analysed with Cronbach's alpha and had internal consistency for the eighteen items with a Cronbach's alpha of 0.88. Cronbach's alpha for the dimension Internal psychological states was (0.90): however, it was lower for the dimensions External life conditions (0.44) and Interpersonal relationships (0.56).
Subjective Quality of Life
Statistical Analysis
Descriptive statistics were used to analyse the background data and also the SQoL and the CB Scale. Spear-man's Rho correlations were tested between the dimensions in the CB Scale and the different dimensions in the SQoL, QoL as a whole, and Quality of personal economy, gender, next of kin's own illness and civil status. As a question about "personal economy" was included in the SQoL, this question was analysed as part of the SQoL and also as an independent background variable. Mann-Whitney U test was used to describe differences between male and female respondents regarding the CB Scale and the SQoL.
In all statistical analyses, probability values of <0.05 [26] were considered as statistically significant. To establish the internal reliability in the questionnaires and their dimensions, Cronbach's alpha coefficient was calculated [27] .
Results
Twenty percent of the 84 respondents were male. The mean age for men was 59.2 years (Md = 66, range 31 -76 years) and for women 56.5 years (Md = 56, range 23 -82 years). The women (61%) were more often working outside the home than the men (35%). In addition to being the next of kin to the care receiver, the men were more often retired (59%) than the women (30%). The male participants mostly cared for a spouse or an adult child, while the females cared for a spouse, an adult child or even parents to a greater extent than the males. Forty-seven percent of the males lived together with the care receiver, while sixty-one percent of the females did. Female participants reported having mental illnesses to a greater extent than the males. Few next of kin had their own support ( Table 1 ). The next of kin had been caring for the care receiver from two months to 39 years, and from one to 168 hours week. However, most of the next of kin reported nonspecific intervals in terms of years or hours of giving care. Demographic data for care receiver are presented in Table 2 .
Results from the SQoL
In general there were high estimations of the items in the SQoL. The highest overall ratings in the SQoL were for the items Housing quality and Relationship to one's own children (both median 5). The lowest ratings were found for the items Have no partner and Have no friends (median 2.0, respectively, 1.8). The results of the correlation analyses between the "QoL as a whole" and the 17 SQoL items showed that all items included in the di- mension External life conditions and the dimension Internal psychological states were significantly correlated with the "QoL as a whole", with the highest significance for security and general mood. From the dimension Interpersonal relationships correlations, Have no partner, Have no friends, Relationships to mother and Have no children were non-significant. Ratings for all items in the questionnaire are shown in Table 3 .
Correlations between the CB Scale, SQoL and Socio-Economic Factors
Correlations between the CB Scale (all five dimensions), the SQoL (all three dimensions), "QoL as a whole", and the item Quality of personal economy, gender, next of kin's own illness and civil status, are shown in Table  4 . In general, high estimations were found in the dimensions in the CB Scale and high correlations were found between the dimensions. Worth mentioning, however, is that civil status had no correlation with any of the included variables, and gender had only significant correlations with Disappointment (p < 0.05), Emotional involvement (p < 0.01), and Quality of personal economy (p < 0.01) ( Table 4) .
These findings were also confirmed in the further analyses with the Mann-Whitney U test of all included variables, comparing male and female next of kin, where only the dimensions Disappointment and Emotional involvement from the CB Scale and Quality of personal economy from the SQoL showed significant differences between genders. Male next of kin scored significantly lower in both Disappointment (p = 0.02) and Emotional involvement (p < 0.01) than the female, who, on the other hand, rated their Quality of personal economy significantly lower (p < 0.01) than the male. Mean values for the different dimensions from the SQoL and CB Scale are shown in Table 5 . Worth noticing is that the mean values are rather high for all dimensions as well as for Quality of Life as a whole.
Discussion
In the present study, high estimations and correlations were found in Subjective Quality of Life for all dimensions as well as for Quality of Life as a whole, and in the CB Scale dimensions. The results show that the next of kin experienced a high burden, although they at the same time experienced a good quality of life. A phenomenon for all subjective quality of life scales is that the respondent relatively quickly adapts to a new situation and then estimates slightly above average on the scale, although the subjective instruments will capture changes that happened recently (Personal communication, Kajandi 2013 ). However, findings in next of kin of persons with heart failure regarding experienced QoL, burden, and life situation in general among next of kin showed caregiver burden and depression correlated with lower QoL [28] , socio-economic status, and to be a female correlated with lower QoL [29] .
The results in the present study also showed that gender had significant correlations with Disappointment and Emotional involvement. Further analyses showed that female next of kin to a higher extent were disappointed and more emotionally involved in the care receiver than the male next of kin. In line with these findings are the results by Larson et al. [30] , who among next of kin of persons with stroke found that male spouses had a lower occurrence of emotional involvements in their social network, and that female spouses had a negative impact on psychological well-being. Twigg and Atkin [31] stated that male next of kin appear to find it easier to separate themselves from the caring situation; they set limits on their involvement, while females are more likely to subordinate their interest to those of the person they care for. Dykstra and De Jong Gierveld [32] mean that women are traditionally socialized to be nurturing and family oriented. Women do more family work and more often fulfil the role of guardian.
Female next of kin in the present study also estimated their economic situation as more unsatisfactory than the male next of kin. Van Houtven [33] showed that female next of kin, who remain working, decreased their work with 3 -10 hours per week which gave a three percent lower wage. There was not the corresponding impact in caregiving hours and lower wages among male informal caregivers. Schneider et al. [34] found time-based conflicts between informal eldercare and paid work. It was positively related to job changes of female workers but not of their male counterparts. Quality of personal economy also correlated with a lower QoL. Other studies have also determined that next of kin with poor economic status had a lower QoL, as next of kin of stroke patients [35] , multiple sclerosis patients [14] , heart failure patients [36] , and older next of kin of persons with impaired health [37] . The female next of kin in the present study reported to a greater extent her own mental illness. This finding is also in agreement with findings, for example, among next of kin of persons with heart failure [36] . Gallicchio et al. [38] found that female caregivers of demented persons had a higher burden and depression than male caregivers. Brazil et al. [39] found a significant greater level of caregiving strain among female than male caregivers, when caring for a person at the end of life. Li et al. [40] found that female spousal caregivers had a lower mental and physical health, lower life satisfaction, decreased marital satisfaction and a poorer health related QoL than the male.
Worth mentioning, however, is that civil status had no correlation with any of the included variables. In a study with the aim to explore what kind of support next of kin of older persons receive from respite care, they found that next of kin who lived alone were more satisfied with their quality of life than those who lived together with the care receiver [41] . On the other hand, in the present study, it seems important with Interpersonal relations, which correlates with the CB Scale except for Environment. In the present study the next of kin have rated their relationship to others as good. Also in an earlier study of next of kin of persons with multiple sclerosis, the results showed significant correlations between QoL as a whole and relationship with friends [42] .
Next of kin may experience caregiving to another person as a voluntary act of compassion, satisfying and enriching, and the next of kin does not experience any feeling of burden. Informal caregiving can, on the other hand, be experienced as an unavoidable obligation; it may be experienced as a process of loss, grief or impoverishment. It can be difficult to stop caregiving because it is tantamount to abandoning the care receiver. The impact of freedom of choice is visible in the quality of the relationship and the next of kin's psychosocial wellbeing [10] .
The strength of structured questionnaires is the ability to collect unambiguous answers and cover a large, geographically spread population relatively quickly and economically [43] . One disadvantage of using the different association's websites to reach potential participants may be that only those who had computer skills and access to a computer could read the information regarding recruitment to the present study. It may have been difficult to reach the very oldest next of kin because they are not users of computers to the same extent as younger persons. However, the recruitment was also made through monthly journals and personal meetings with personnel at the associations. The age of the participants ranged up to 82 years of age, indicating that it was still possible to recruit older participants in this way. A disadvantage was that there were no statistical analyses made of the next of kin's caring in terms of years or hours a week, since this was due to the highly varying and unspecific reported data. Worth mentioning is also that no medical diagnosis was confirmed, as the illness of the care receiver and the next of kin's own illness were reported only by the next of kin.
In the present study, 20% of the participants were male next of kin. The ideal would have been to have an equal number of male and female participating in the study. However, this was not possible to control due to the used recruitment process. The strength of the recruitment process, however, was that the study did not limit participation to next of kin to persons with a specific illness or disability.
Conclusions
The experience of being a next of kin in the role as informal caregiver is complex, as it has an impact on all aspects of the next of kin's life situation. It is important to take the individual differences under consideration when designing a nursing intervention, to meet the different needs and demands of the male and female next of kin. These interventions should focus on individual support, so that the caregivers can adapt to their new role and be comfortable and effective as informal caregivers.
It is of importance for healthcare personnel to have a general knowledge and ability to understand the next of kin's life situation, regardless of the care receiver's diagnosis, as they meet next of kin to persons in need of care within all healthcare and social care in society.
Relevance for Clinical Practice
From the results in the present study, a need for concrete, general and simple tools for the healthcare personnel are necessary to be able to meet the next of kin's needs in different situations.
Good care can only be delivered where there is a triadic relationship. All persons have a key role to play and have unique knowledge to contribute. Further, all persons should experience a sense of security (feeling safe), a sense of continuity (perceiving links and connections), a sense of belonging (feeling a part of things), a sense of purpose (having one or more goals to aspire to), a sense of achievement (making progress towards these goals), and a sense of significance (feeling that they matter as a person). These are adapted from Nolan's et al. [44] Partnership Model.
The model is a way of closer co-operation between on the one hand the care receiver and his/her next of kin, and on the other hand the care personnel. The "six senses" in this framework/model are all seen as prerequisites for good communication and good relationships. When the Partnership Model is to be applied, the "Carers Outcome Agreement Tool" (COAT) can be used, which is a scientifically designed instrument for planning, monitoring and evaluation of support for the next of kin. The instrument is designed to increase the collaboration between the healthcare personnel, and the purpose of the COAT is to develop a working model that works well for next of kin, the care receiver, and the personnel [45] .
